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Background:  The  consequences  of the  Ehlers-Danlos  Syndrome  hypermobility  type  (EDS-
HT) affect  many  aspects  of daily  life.  “Living  with  limitations”  is  a  central  theme  in  the  life
of patients  affected  by this  heritable  disorder  of connective  tissue.  The  aim  of  the present
study  was  to  explore  the lived  experiences  of  women  with  EDS-HT  concerning  diagnosis,
inﬂuence  on  daily  life  and becoming  and  being  a mother.
Method:  A phenomenological-hermeneutical  study,  using  in-depth  interviews.  Patients
were  selected  by  a purposive  sampling  strategy.
Results: This  study  shows  that  the EDS-HT  syndrome  affects  daily  life.  Ten  woman  between
31 and  65 years  were  interviewed.  They  have  between  2 and  5  children.  The  data  analysis
results  in six  themes.  (1)  Getting  a diagnosis  is a  relief  and  supports  the  choice  to become  a
mother;  (2)  EDS-HT  causes  emotional  distress,  imposes  a physical  burden  and  has  a  major
impact on social  behavior;  (3) EDS-HT  demands  a restructuring  of  everyday  activities;  (4)
Children’s and  mothers’  expectations  do not  correspond;  (5) Having  a supportive  social
and physical  environment  is  of  major  importance;  (6)  The  presence  of  the  child  reduces  the
feeling  of  illness  of the  mother.
Conclusion:  The  diagnosis  of EDS-HT  is  a catalysing  factor  in the choice  of  whether  or  not  to
become a  mother.  EDS-HT  has  a huge  impact  on  bodily  functions,  which  in  turn  inﬂuences
activities  and participation.
Implications: This  study  gives  insight  in  the activities  of  daily life of persons  with  EDS-HT.
Health  care  professionals  can  be of  great  importance  to help  patients  in  (re)organizing
their  lives  according  to the available  energy  and  in  supporting  their  choices.  They  can  help
deﬁning  goals  and  setting  priorities  in daily  life.
©  2016  Elsevier  Ltd.  All  rights  reserved.
∗ Corresponding author at: Faculty of Medicine and Health Sciences, Department of Rehabilitation Sciences and Physiotherapy, Occupational Therapy
rogram. Ghent University, De Pintelaan 185, 9000 Ghent Belgium.
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What this paper adds
EDS-HT has a huge impact on activities and participation in daily life. This often does not match with the expectations
of society. By investigating the ‘lived experiences’ in relation to motherhood and societal aspects, we tried to give insight in
the lives of women with EDS-HT.
1. Introduction
Ehlers-Danlos Syndrome (EDS) comprises a clinically and genetically heterogeneous group of hereditary disorders of
connective tissue that are generally caused by a collagen synthesis defect (Parapia & Jackson, 2008). In general, EDS is
characterised by skin hyper-elasticity, tissue fragility with atrophic scarring and joint hypermobility and a tendency to
recurrent dislocation. EDS-hypermobility type (EDS-HT) is the most common subtype and may  represent up to 90% of all
cases (Hagberg, Berglund, Korpe, & Andersson-Norinder, 2004). It is more common in woman  than in men  (Castori, 2012).
The Villefranche nosology also distinguishes ﬁve other subtypes (classical, vascular, kyphoscoliotic, arthrochalasia and der-
matosparaxis). The major clinical manifestation of EDS-HT is severe, generalised joint hypermobility. Other common clinical
symptoms are joint and limb pain, fatigue, muscle weakness, easy bruising, generalised soft connective tissue fragility and
muscle cramps (Rombaut, Malfait, Cools, Paepe, & Calders, 2010). EDS-HT is a chronic musculoskeletal disorder, the severity
can range from mild symptoms in undiagnosed cases to more severe forms (Hagberg et al., 2004). EDS-HT shows autoso-
mal  dominant inheritance (Proske, Hartschuh, Enk, & Hausser, 2006), but at present the precise genetic defects underlying
this condition are poorly deﬁned and so no genetic diagnostic tests are available and diagnosis can only be made clinically
(Remvig, Flycht, Christensen, & Juul-Kristensen, 2014). Because children are often more agile and have no obvious symptoms
EDS-HT is difﬁcult to diagnose in early childhood and most diagnoses are made in adulthood. Additionally, there often is
signiﬁcant intra-familial variability in the severity of symptoms (Bird, 2005).
EDS-HT affects many aspects of daily life. It is a complex, chronic disorder leading to disabilities which can limit daily
activities (Hagberg et al., 2004). Several studies have reported that the EDS-HT produces physical and psychosocial impair-
ments and thus reduces participation in work and leisure time activities (Berglund, Nordström, & Lützen, 2000). The effects
of the disorder manifest physically, emotionally and socially. ‘Living with limitations’ is a central theme of EDS-HT patients’
lives (Berglund et al., 2000). Pain, fatigue and other symptoms interfere with everyday functioning. More than three out
of four EDS-HT patients suffer from severe fatigue and one study reported that fatigue was ﬁve times more prevalent in
EDS-HT patients than in the general population (Voermans et al., 2010). Ninety percent of patients experience pain, which
contributes to limitations on everyday functioning (Camerota, Celletti, Castori, Grammatico, & Padua, 2010; Castori et al.,
2012) because of the effects on patients’ quality of sleep, physical activity and social functioning (Verbraecken, Declerck,
Van de Heyning, De Backer, & Wouters, 2001). Several studies have reported that patients suffered a reduced quality of life
as a consequence these symptoms (De Wandele et al., 2013; Rombaut et al., 2010; Rombaut et al., 2011) and that symptoms
can lead to frustration, anger and possibly depression (Malfait, Hakim, De Paepe, & Grahame, 2006). To conclude, individuals
with the syndrome not only experience functional limitations; they also suffer greater self-doubt and frustration (Berglund
et al., 2000) and more anxiety, depression, anger and interpersonal problems and it has been recognised that EDS-HT limits
patients’ lives (De Wandele et al., 2013). The syndrome has a huge impact on family life and speciﬁcally on motherhood
(Gurley-Green, 2001).
Society considers motherhood an important role for women, but it is also very demanding, tiring and overwhelming, pri-
marily due to the physical demands (Poole, Hare, Turner-Montez, Mendelson, & Skipper, 2014). Motherhood is a complex,
multidimensional role and is regarded as one of the most important occupations in a woman’s life (Poole et al., 2014). The
daily tasks and activities involved in mothering can be physical, social, psychological and emotional (Barlow, Cullen, Foster,
Harrison, & Wade, 1999). The physical tasks include feeding, bathing, lifting and carrying the child. The social responsibil-
ities include arranging the child’s social activities, organising family gatherings, and attending events at the child’s school
or extracurricular functions. Parenting tasks such as helping with homework, reading and learning have a psychological
component and comforting a sick or sad child demands emotional skills (Barlow et al., 1999). The literature on mother-
hood is extensive, but there has been limited research on the impact of chronic illnesses on motherhood and very little
is known about the experiences of mothers with EDS-HT. The impact of EDS on families and children and the need for
a biopsychosocial approach to management of the syndrome has been recognised (Baeza-Velasco, Gely-Nargeot, Bulbena
Vilarrasa, & Bravo, 2011; Bathen, Hangmann, Hoff, Andersen, & Rand-Hendriksen, 2013) but understanding in this area is
limited. There is evidence that patients with EDS-HT are afraid to transfer the disease to their children (Baeza-Velasco et al.,
2011) owing to uncertainty about whether their children will suffer disability, and fear that their children may  encounter
the same functional problems as they have (Baeza-Velasco et al., 2011). Parents whose children inherit the condition feel
guilty for transmitting it to their child and are concerned about the physical and psychosocial impact it will have on their
child. They may  grapple with conﬂicting desires to protect their child or to encourage him or her to participate fully in
everyday activities (Berglund et al., 2000). EDS-HT increases the risk of complications of pregnancy for both mother and
child (Berglund et al., 2000; Hurst et al., 2014).In the past researchers have neglected patients’ accounts of their experience of living with EDS-HT (Murray, Yashar,
Uhlmann, Clauw, & Petty, 2013). Although there has been research on the effects that a chronically ill child has on family
life very little is known about the impact a chronically ill parent has on the family (Backman, Smith Ldel, Smith, Montie, &
Suto, 2007; Barlow et al., 1999; Bullinger, Schmidt, & Petersen, 2002; Poole et al., 2014). The aim of this study was to explore
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Table  1
Participants.
Participants Age in years Profession Numberm of children Duration interview
(minutes)
children’s diagnostic
status
1 36 Electrician (now
unable to work due to
the illness)
2 55 No clinical signs
2  40 Clerk (now unable to
work due to the illness)
2 75 No clinical signs
3  52 Teacher 4 (2 adopted) 45 conﬁrmed (biological children)
4  45 Steward (now unable
to work due to the
illness)
5 65 1/5 conﬁrmed, 2/5 have clinical
signs but not yet diagnosed
5  31 Construction worker 2 60 2/2 have clinical signs but not
yet diagnosed
6  32 Welder (now unable to
work due to the illness)
2 10 2/2 have clinical signs but not
yet diagnosed
7  38 Secretary 3 15 2/3 have clinical signs but not
yet diagnosed
8  56 Teacher 2 20 No clinical signs
9  41 Stage technician (now 2 10 conﬁrmed
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10  33 Cleaner 4 15 conﬁrmed
ow women with EDS-HT perceived their diagnosis, its inﬂuence on their daily life and in particular on the experiences of
ecoming and being a mother.
. Materials and methods
.1. Study design
The present study used a qualitative research design with a phenomenological hermeneutic method, based on the theory
f Lindseth and Norberg (2004). This method consists of three phases. The ﬁrst phase is the naïve understanding. It is followed
y a structural analysis. In the ﬁnal phase, a comprehensive understanding is formulated (Lindseth & Norberg, 2004).
.2. Participants and sampling strategy
The cases were selected using a purposive sampling strategy (Patton, 2005). Women  diagnosed with EDS-HT were
ecruited via the Flemish Association for Ehlers-Danlos syndrome (Bindweefsel.be) based on the following criteria: (1) a
eighton score of ﬁve or more (Beighton, Paepe, Steinmann, Tsipouras, & Wenstrup, 1998); (2) diagnosis at the Centre of
edical Genetics, University Hospital, Ghent, Belgium; (3) mother of at least two children (ranging in age from 1 to 25 years);
4) resident in Belgium; (5) aged between 30 and 55 years old; (6) living independently, with or without assistive devices.
.3. Data collection
The interviews were conducted by two junior researchers (the ﬁrst and second authors) trained in qualitative research,
nder the supervision of senior researchers. The senior researchers helped to devise the methods and analyse the results
nd the research beneﬁted from their clinical experience of managing EDS-HT patients. The research team consisted of
n occupational therapist, a medical geneticist, a physiotherapist, a rehabilitation physician, an educational specialist and a
hysiologist, all experienced in EDS-HT. The analysis was  performed by the ﬁrst author in close collaboration with the second
uthor. The research team agreed to start with ﬁve interviews. To bracket preconceived ideas and presumption about the
opic peer debrieﬁngs with the senior researchers were performed and the results were checked in ﬁve additional women
ith EDS-HD. Because all the interviewees were native Flemish Speakers, The interviews were conducted in Flemish and
ubsequently translated into English for publication. To ensure the accuracy of the translation a Master of Arts in Linguistics
roduced a back-translation.
The Initial ﬁve participants were prompted to talk about their experience of being a mother with EDS-HT with an open-
nded initial question: “Can you please tell me  something about the impact of the diagnosis on your daily life as a mother?”.
ollow-up questions were used to encourage them to deepen their narratives. An overview of these questions can be found
n the interview guide in Supplementary information. The responses of early interviewees were used to adjust the probe
uestions. The interviews of the ﬁrst ﬁve participants took place in the mother’s home environment and data were collected
nd analysed in an iterative process; information obtained in early interviews was used to improve the protocol used in sub-
equent interviews. The interviews were audio-recorded and transcribed verbatim. The accuracy of the analysis was checked
y comparing the ﬁndings from the ﬁrst ﬁve interviews (the themes which emerged and an accompanying explanation)
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with the ﬁndings from a ﬁve additional women (Table 1; participant 6–10). These ﬁve women were sent a description of
the themes which had emerged from the ﬁrst interviews and asked to read and reﬂect on it before their interviews. These
ﬁve interviews were conducted by telephone and were guided by a structured protocol based on the results of the ﬁrst
ﬁve interviews. If the analysis of the additional data conﬁrmed our initial ﬁndings of the ﬁrst ﬁve interviews and if no new
codes or themes emerged from this second set of interviews, no further participants were recruited. At this time saturation
at the level of the themes was considered reached. The study was  approved by the Ethical Committee of Ghent University.
Interviewees gave written, informed consent to participation and were guaranteed conﬁdentiality. The interviewer was not
involved in the medical or social care of the interviewees.
2.4. Data analysis
Analysis of the transcripts was based Lindseth and Norberg’s (2004) guidelines and was  carried out by the ﬁrst and
second authors under the supervision of senior researchers with experience in conducting and reporting qualitative research.
First, the transcripts were read in their entirety to achieve a naïve understanding and an overall picture of the data. Naïve
understanding of data is a very preliminary interpretation of the meaning in its entirety and it is a circular rather than a
static process. This stage was a process of going back and forth until a ﬁrst naïve understanding was conceived. During this
phase the researcher attempted to relate the narrative of the ﬁrst ﬁve participants to each other. The second phase consisted
of structural analysis and was intended to validate the understanding gained from the naïve understanding. Connections
and patterns in the data were uncovered by dividing the data into meaning units, condensed meanings, sub-themes and
themes. The third phase consisted of identifying relationships between the various themes. To achieve a comprehensive
understanding of the data the ﬁndings were re-contextualised by once again reading the texts as a whole, taking into
consideration (a) the research question, (b) the pre-understanding, (c) the naïve understanding and (d) the results of the
structural analysis. Finally, the relationship between these themes have been visualized in a ﬁgure (See Fig. 1).
3. Results
Eleven women were involved in the study. Five were involved in the basic interviews, ﬁve more were asked to conﬁrm
the topics. One woman dropped out before the interview because she found it difﬁcult to talk about the topics in question.
All the mothers had been diagnosed before they became pregnant with their ﬁrst child.
3.1. Phase 1: Naïve understanding
The texts were read multiple times to derive an initial understanding of their meaning. The narratives showed that
mothers with EDS-HT struggled with feelings of loss and hope. Being diagnosed with EDS-HT and the fear that they had
passed it onto their children had a major impact on their functioning, their level of participation and their quality of life,
and in particular on their experiences of motherhood. Coping with motherhood had been an important feature of their lives
after diagnosis.
3.2. Phase 2: structural analysis
Structural analysis of the data was required to interpret the women’s experiences and this yielded six themes, which are
presented in Table 2. These themes are described separately in the following sections and are illustrated with quotations
Table 2
Themes.
1. Getting a diagnosis is a relief and supports the choice to become a mother
2. EDS-HT has a major impact on social behaviour
3. EDS-HT demands a restructuring of everyday activities
4. Children’s and mothers’ expectations do not correspond
5. Having a supportive social environment is of major importance
6.  The presence of the child reduces the feeling of illness of the mother
from the interviews.
3.2.1. Getting a diagnosis is a relief and supports the choice to become a mother
Yet getting the diagnosis led to experiences of relief because it provided recognition of the symptoms. The analysis
showed that receiving the diagnosis was a trigger to organise their lives differently. Speciﬁcally because they felt that their
symptoms could be linked to a well-deﬁned diagnosis, they learned to be attentive to their bodily signals and started to
act according to these signals. They argued that they were more aware of their own  possibilities and that they could better
estimate the consequences. They felt relieved and understood. It resulted according to the participants in a decrease in the
number of doctor visits.
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The doctor looked at my  ﬁle and told me  that it was likely that I had EDS-hypermobile type. When I returned she said
that this had been conﬁrmed. I had a rare, incurable, connective tissue disease and would have to learn to live with it.
Knowing this helped me  to deal with it. (Participant 1)
The same experiences were reported when the participants were talking about their choice to become a mother. Par-
icipants had found the decision to become a mother difﬁcult, but getting a diagnosis had helped them make their choice.
nalysis revealed that for these women the risks associated with pregnancy, such as worsening of the symptoms or needing
ore time or energy to cope, had not been the main factors in their decision to become a mother. In fact these factors
ere considered minor, particularly in relation to the risk of giving birth to a child with the same disease. It was clear from
he analysis that getting the diagnosis of their condition had made it easier for these women to make the decision about
otherhood. From the moment they got their diagnosis they felt able to make an informed choice about becoming a mother.
articipants saw their diagnosis as a new starting point.
The diagnosis became clear through self-examination. Finding the last missing piece of the puzzle is indescribable;
recognising yourself and saying ‘Eureka!’, ﬁnally ﬁnding out what you were looking for all along.
The analysis showed that getting the diagnosis took away a lot of uncertainties, mainly because of the ignorance of their
llness. The diagnosis provided somehow more insight into their disorder, it provided recognition and gave them words to
alk about their illness. Additionally, it created possibilities, because the information gained through the diagnosis ensured
hat one can make an informed choice. (Participant 4)
.2.2. EDS-HT has a major impact on social behaviour
Analysis of the interviews revealed that participants were often isolated because of their illness. All the interviewees
tated openly that they avoided talking about their problems with their immediate social circle because they didn’t want to
ppear to be complaining all the time and were afraid that people would react negatively. They felt that they often had to
eal with a lack of understanding, perhaps due to people’s ignorance about the condition. Participants said that often they
nly told other people that they suffered from a connective tissue disorder and only described vaguely what the disease
ntails. Participants told us that because EDS-HT is not a visible disease sufferers often experience misunderstanding.
I have sometimes thought that it would be better to have an amputated leg, so that people could see that I’m struggling.
Now people say, ‘you still look good’. (Participant 2)
.2.3. EDS-HT demands a restructuring of everyday activities
Participants found that the disease meant they could no longer carry out certain activities, such as cooking, shopping,
alking or working in the garden.
I  do not want to limit the beautiful things in my  life, otherwise I would be more ill than human . . . and I really don’t
want that. (Participant 3)
For example, walking is one of the things I like to do. But this is not always possible; it depends on my  pain. If it is
not possible, it is not. But these are things that make me  feel really happy. If I’m able to manage that little walk, I’m
happy. If I can I make a larger walk. . . But if it is not going to happen then I’m happy with the little ones. . . and those
are things I love to do. (Participant 2)
It was clear that our participants adjusted their lives to their energy level; they had developed fatigue management
trategies. What was striking, however, was that none of them had a regular structure for managing their fatigue. Analysis
f the data showed that they had each found their own ways of saving or managing their energy, for example sleeping in
he afternoon if they knew they would have to be at their best in the evening, planning rests, using a wheelchair and using
xternal help, such as home care or cleaning support.
On days when I feel better, usually in the summer, I use all of my energy until I’m completely exhausted. Then, I am
unable to do anything on the following days. That way  you learn that you should manage your energy better. But,
honestly, I am very bad at it. (Participant 4)
The women reported that they could no longer perform all the activities that they wanted or needed to do and they felt
hat this had forced them to restructure their daily activities. They prioritised the activities which meant the most to them,
uch as playing with their children, and learned to take satisfaction from smaller physical achievements, even completing
ousehold tasks.
.2.4. Children’s and mothers’ expectations do not correspond
Participants described a wide range of sometimes contradictory, feelings. Because of their pain and fatigue they wereot able to do as much as they would have liked and this made them feel that they were failing in their duties as a mother.
articipants argued that their condition forced their children to become more independent because, for example, it meant
hey were less likely to lift a young child who could already walk; however they were left with feelings of guilt. These
others felt their children expected more from them than they were able to give.
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Mothers feared the possible consequences of the disease and they were also afraid that they would impose too many
obligations on their children. The way they brought up their children depended on their children’s EDS-HT – whether they
were known or suspected to have the condition. The mothers frequently indicated that they felt they had to be ‘double role
model’ for their children. On one hand, they didn’t want to express that pain needs to be endured, and they also wanted to
be a positive role model for their children, to give them a positive picture of what their future could be like, in spite of their
condition.
I think it’s very important that we, as mothers, because we  experience it ourselves, give our children a positive image.
Two things are important in the children’s education: their education in general, but also education in how they can
live with their illness. (Participant 3)
. . .if, for example, your son is sick and cannot go to school because of pain, and you have to go to work and you have
a lot of pain. You go to work because you have to. You want to set an example, because you cannot stay home every
time they do not feel good. So I think you always have a dilemma. As a mother I should be home with my  kids and I
should give my  child what he needs. (Participant 4)
Because of these experiences the mothers struggled to balance the desire to protect their children against the desire to
ensure that they would be able cope and be independent in later life. They listened more carefully to their children and were
quicker to believe that their children were in pain. Mothers experienced a tendency for overprotection. It manifested in, for
example, not allowing their children to engage in contact sports.
I don’t want to put my  child in a glass case. I believe that there is now much more known about EDS-HT, so we can
ensure quality of life for our boys. Too many warnings are not useful. They [the children] will do things behind your
back, when playing with friends. You can say that they can’t take part in a speciﬁc activity in gym class, but what do
they do during playtime? Like I said I don’t want my  child to be put in a glass case, because for sure, he will climb
out. It’s better to give them some freedom whilst still retaining some control. The most important thing is that you let
your child be a child!(Participant 2)
All the women indicated that they found it difﬁcult to deal with consequences of the physical limitations their EDS-HT
imposed. They told us that they found that looking after their children required a lot of physical effort.
Physically, it’s heavy, I learned lifting techniques, but you also have to be able put him in his crib. There are days when
I have to get up an hour earlier to be able to get him to school. (Participant 5)
All the interviewees, even those whose children seemed unlikely to have EDS-HT, found that the condition raised many
questions about the future. Sometimes mothers felt completely helpless about their situation. Participants often remarked
that it is an additional pain they must endure:
You know what kind of pain your children will suffer, and you know they can’t escape it, because there is no cure for
it. (Participant 2)
3.2.5. Having a supportive social environment is of major importance
Every woman in this study indicated that an understanding partner was a great source of support. Having an understand-
ing partner meant that they didn’t have to feel guilty when they did not feel well. Several mothers expressed the opinion
that raising their children without a partner would be impossible. Nonetheless, participants reported that, without support
from signiﬁcant others (family and friends) and experienced others (professionals with experience of patients with EDS-HT)
they would have found it much harder to decide whether or not to become a mother.
Well, I always used to say, when I did not know what I had, ‘I do not want my  children to go through this.’ But then I
found out what my  condition was. I’m lucky that I ended up with a good gynaecologist. Of course it depends on the
type of EDS-HT, but there are many risks associated with pregnancy. I guess – obviously I cannot be sure – but if I
had not had her, I might not have had children. She gave me  a lot of support, lots of explanation, and she has a lot of
experience. (Participant 2)
Peer support from mothers with the same condition meant a lot. Women  with EDS-HT found it easier to discuss their
problems and ask speciﬁc questions of other women who shared their condition and faced many of the same problems.
3.2.6. The presence of the child reduces the feeling of illness of the mother
The mothers perceived that their children had many needs, needs that required their attention. Being able to satisfy the
children’s needs contributed positively to their identity as a good mother. They noted it as an important impact on their
self-esteem.Now that I have children, I have become more conﬁdent (. . .)  I would never want to go back to the period before I had
children . . . never! They give meaning to my life and structure to your day, it determines your day. (. . .)You have less
time to think, EDS-HT has become something secondary, not a main thing on my  mind. . . which is actually logical.
(Participant 3)
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These mothers reported that their children also tended to impose a structure on their lives. Participants reported that
ecause they felt they had to engage actively with their children, their children had ‘trained’ them to cope emotionally
nd physically with their illness. In other words, their children’s demands took their mind off their illness and made them
tronger.
The social role of being a mother also gave these women an identity and thus had a positive impact on their self-esteem.
n addition, having children required them to engage in activities they might not otherwise have contemplated. The mothers
ained satisfaction from their activities as mothers and this also had a positive effect on their self-esteem.
You get a lot of satisfaction from knowing that things are going well with your family, and you lean on that. Children
are an incentive to continue. I do not have time to sit in a corner. Ten years ago I would have told you something
completely different. (Participant 2)
.3. Phase 3: comprehensive understanding
These women’s accounts suggest that EDS-HT inﬂuences emotions, imposes a physical burden and has a major impact
n social behaviour. The limitations of their disease meant that the women in our study found it more difﬁcult to carry out
he duties of motherhood. EDS-HT appears to foster social isolation; however many of the women in this study reported
hat receiving the diagnosis had spurred them into organising their lives differently. Some elements of their life such as
aintaining their energy level and managing the consequences of the disease became more important. Recognition of their
llness seemed therefore to have been a relief.
It was obvious that these mothers with EDS-HT wanted do everything they could to prevent their children’s lives being
nﬂuenced by agony in the same way. Women  whose children had been diagnosed with EDS-HT tended to raise their children
n a more protected social environment and cherished the hope that their children would never have to suffer as they had
one. On the other hand, children have the unconditional strength to reduce the feeling of ‘illness’. A schematic overview of
his comprehensive understanding can be found in Fig. 1.
Fig. 1. Factors inﬂuencing the decision to become a mother (1a) and being a mother (1b) and their impact on everyday life.
. Discussion
This study has shown that EDS-HT affects many aspects of daily life and corroborates previous research on the topic
Hagberg et al., 2004; Rombaut et al., 2010). Our study has shown that EDS-HT has a major impact on performance of the
veryday tasks associated with motherhood; however it is also clear that the recognition of the condition that came from
etting a diagnosis helped the women in this study to reorganise their lives and decide whether or not to become a mother.
e found evidence that being diagnosed with EDS-HT is perceived as both a challenge and a relief. Participants reported
hat getting a diagnosis had inﬂuenced their decision to become a mother and thus it can be seen as a catalyst of major life
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decisions. Although EDS-HT can have a major impact on activities of daily life for the women  in our study the diagnosis
was a relief because it meant that they ﬁnally knew the cause of their pain and problems. The beneﬁts that come from the
recognition that comes with receiving a diagnosis have been recognised in relation to other conditions where diagnosis
follows a similarly difﬁcult trajectory, such as multiple sclerosis (Anderson & Wallace, 2013; Kosmala-Anderson & Wallace,
2012; Payne & McPherson, 2009; Twork et al., 2007; White, Mendoza, White, & Bond, 2009) and chronic fatigue syndrome
(Allen, 2008; Missen, Hollingworth, Eaton, & Crawley, 2012). The path to getting a diagnosis is often very frustrating.
Our study suggests that the main problems caused by EDS-HT are pain and fatigue. These symptoms have an adverse
effect on participation in activities of daily life. In the case of people with disabilities environmental factors, participation
and quality of life are all related (Hammel et al., 2015). Current rehabilitative interventions typically focus on the physical
or social environment and may  be insufﬁcient to enable people with disabilities to participate fully in their community
(Hammel et al., 2015). They even stated that societal attitude and support inﬂuence the participation in everyday life. A lot
of EDS-HT patients feel supported by family and friends (Murray et al., 2013). The results of our study showed that EDS-HT
patients’ ability to carry out activities of daily living, such as cooking or shopping, varies over time. The indicated level of
quality of life, although not measured quantitatively, decreases along with the change in occupations. It could be stated
that quality of life is inﬂuenced by the change in activities within our interviewees. The mothers in this study reported that
their focus had shifted from ‘purposeful activities’ to ‘meaningful activities’. Executing activities according to the available
level of energy has become the major issue. Increasing levels of fatigue and a new emphasis on ‘meaningful activities’ meant
that not all the women in the study were still in paid employment. A preliminary interpretation of our ﬁndings, which is
consistent with earlier research (Lorig, Sobel, Ritter, Laurent, & Hobbs, 2001) is in the case of women with a chronic, genetic
disease, having a child has a positive impact on participation in society. Our results also suggest that all mothers who suffer
from EDS-HT ﬁnd it necessary to restructure their lives (Wilson, 2007). Organising one’s activities according to one’s level
of fatigue was a central concern of many of the mothers in our study; they had adjusted their expectations and prioritised
meaningful activities. This process is often referred to as ‘occupational adaptation’ (Klinger, 2005). The women reported that
the limitation of their disease meant that they found greater satisfaction in, for example, playing with their children, doing
smaller physical tasks or simply in completing household tasks. These mothers perceived that their children expected more
of them as mothers than they were able to give. They felt that their limitations had inﬂuenced their children’s upbringing, for
example that their children had become independent at an earlier stage. The mothers told us that the consequences of the
disease meant they were not always able to carry out the tasks society expected of them as mothers. Their pain and fatigue
meant that they were not able to do as much as they would have liked and this resulted in feelings of shortcoming and guilt.
The discrepancies between children’s and mothers’ expectations of what mothering should involve may  also contribute to
mothers’ feelings of inadequacy.
The fact that EDS-HT is a genetic disorder and that they may  have transmitted it to their children inﬂuences the parenting
of mothers with EDS-HT. Because there is no genetic test for EDS-HT pre-implantation or prenatal diagnosis is not possible.
The presence of a heritable, chronic disease causes an emotional and physical burden and even inﬂuences social behaviour.
It is called an internal struggle between the ‘desire’ to live their own lives and the ‘limited physical capacities’. Mothers with
EDS-HT often feel inadequate or a failure. One of the most common experiences reported by people with a chronic disease is
that of not being able to perform tasks in the way  they would like (Murray et al., 2013). The physical limitations and fatigue
associated with EDS-HT often result in social isolation.
A previous investigation into the experiences of people with EDS-HT argued that lack of validation may  contribute to
problems in patient-healthcare provider interactions and result in suboptimal clinical management of the disease (Murray
et al., 2013). It has been argued that better education of healthcare professionals is required to ensure timely diagnosis and
referral of patients with EDS-HT (Terry et al., 2015). Even more remarkable is the fact that EDS-HT-mothers often have to
deal with lack of understanding of their condition. Little is known about the consequences of a connective tissue disorder
and the impact on functioning in daily life.
There is a need for an integrated approach to management of EDS-HT. The diagnosis inﬂuences the patient and his social
and physical environment, and in turn restructures activities in daily life. Healthcare professionals can be of great assistance
in helping patients learn to organise their lives according to their fatigue level and supporting their choices. It is important
for patients with EDS-HT to ﬁnd a balance between activity and rest. Social and psychological support, occupational therapy,
physiotherapy and possibly referral to a rehabilitation specialist may  all be required to help individuals come to terms with a
diagnosis of EDS-HT and learn to manage the condition. The role of a ‘coach’ along the road as a part of the multidisciplinary
approach gains importance.
Our results provide insight into how mothers with EDS-HT restructure their lives to cope with the joint demands of
motherhood and their condition; however they have some limitations. It would have been necessary to interview the fathers
and children gain a full understanding of the family context. A more comprehensive study of this type would have provided
a more global perspective on the impact of EDS-HT on mothers and their children; however by focusing on a speciﬁc group
and restricting the sample size we were able to explore speciﬁc issues in greater depth.
Analysis of the stories of fathers or of several generations of families with this genetic disorder would increase our
knowledge of how it affects functioning and family relationships. Even the experiences of their children and the interactions
between both can broaden the outlook on this topic.
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A larger survey is needed to determine whether our ﬁndings, for example in relation to the restructuring of life following
otherhood, generalise to the population of mothers and children with EDS-HT.
. Conclusion
Being diagnosed with a chronic, genetic disorder acts as a catalyst of the decision about whether or not to become a
other. This study suggests that being a mother with EDS-HT has an impact on activities of daily living and thus requires
others with EDS-HT to restructure their lives.
EDS-HT causes emotional distress, imposes a physical burden and has a major impact on social behaviour. EDS-HT has a
uge impact on physical functioning and hence on ability to perform everyday activities. The inability to carry out everyday
ctivities has a severe, negative impact on quality of life.
Organising one’s everyday activities according to one’s level of fatigue and pain is a major concern of mothers with
DS-HT.
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